“ED 196 231
AUTHOR

CPITLE

. INSTITOTION

 SPONS AGENCY

_ PUB DATE
- NOTE

EDRS PRICE
DESCRIPTORS

’VABSTRQCTT

DOCUBENT RESOME
EC 131 381

Suelzle, Marijean: Keenan, Vincent

Parents as Advccates for Handicapped Children:
Untapped Resources for Social Changes in the
1980's.° ; - -
Illinois Univ., Chicago. School of Public Health.:
Northwestern Univ., Evanston, Ill. . »
Illinois State Dept. of Mental Health and
Developmental Lisabilities, Springfield.

‘Dec 80

22p.; Paper presented at the Annual Conference of the
Midwest Association for Public Opinion Research (6th,
Chicago, IL, Uecember 3, 1980). For related
information, see EC 120 131 and EC 122 813.

MFO1/PCO1 Plus Postage. : ,
*Child Advocacy: *Developmental Disabilities: Family

- Characteristics; *Family Involvement:; Familjy

Relationship: *Organizations (Groups): *Parent
Associations: *Political Attitudes; Social Change

.Using data.from a survey of 330 parents of

~ developmentally disabled children, the paper examines parents!
participation in and attitudes toward special interest groups and

. political activities. Findings indicate that parents are willing to
participate in special interest groups and political activities to a
much greater extent.than they have actually done so. Organizational.

“involvemehnt is contingent upon the amount of stress experienced by
-the family, indicated by age cf child, severity of the disability,
‘and fapmily income. (Author/CL) - - :

e oo o s o o ook ko o ok o o K o ol ok o ok o ol e ot s sl ks o R o e ot sk ke s 36 otk ok sk ok o ok
~% - Reproductions supplied by EDRS are the best that can be nade

e ok SRk ok ok o ok ok
e S .

-7 from the original document.

E
#*

Rk ok ok sk ook ok o sk ool o ook e ool of SO o R ok sl o ok



U.5. DEPARTMENT.OF HEALTH,
" EDUCATION & WELFARE
NATIONAL INSTITUTE OF
EDUCATION

THIS DOCUMENT HAS BEEN REPRQ
DUCED EXACILY &5 RECEIVED FROM
THE FERSON OR ORGANIZATION ORIGIN-
’ ’ ATING IT POINTS OF VIEW OR OPINIDNS
STATED DO NOT MECESSARILY FEPHEF-
SENTIEFICIAL NATIONAL INSTITUTED
EDUCATION POSITION OR BOLICY |

s

Parents as Advocates fc:g:j I;Iaindicépped Children:

ED19

* Untapped Resources for Social Change in the 1980's

Marijean Suelzle
Department of Sociology
Northwestern University
Evanston, Illinois 60201 "

Vincent Keenan -
School of Public Health
University of Illinois at the Medical Center
- ‘ Chicago, Illinois 60680

*Presemtaﬂ ag the Shzth Annual Conference of the Midwast Assm:iatiﬁn
for Public:. Opinion Research, Chicago, Illinois, December. 3, 1980."
The research was supported in part by the Extramural Research and
Development\ Grants Program of the Illinois Department of Mental
Héalth aﬂd Dey alnpmental Disabilities. .

"PEAMISSION TO REPRODUGE THIS
- MATERIAL HAS BEEN GRANTED BY

i

oo ’ o " TO THE EDUCATIONAL RESOURCES™~.__
ol : .~ |NFORMATION CENTER (ERIC)." C




Parent - groups are the single most important factor behind Lhé progress
made in recent years in the rights of handicapped Ehildféﬂ;_ With the
passage of the Education for All Handicapped Children Act (PL Qé—léi) in 1975
the parent movement peaked Since vccaticnal opportunities and cammunity
living alEE’nativeé are inadequate instituti@nalisatignrmay have been delayed,
not avoided, unless Services for handicapped adul;s are expanded.  The
structural preacnditiﬂns for a new parents movement in the 1980 5 are present,

Using data frgﬁAa county survey of SBOVPa:anﬁs éf devalepmentally dig~
abled children'(i-e;, children’with'mental retardation, cerebral palsy,

=.

' autism, or epilepsy), this paper examines parents' participation in and -

rand politica] activities to a much ‘greater extent than they have actually

done so. Drganisatianal invclvement is cant;ngent upan the amaunt of stress
éxper;enced by the family,vindicated by age of child, aEVEfity of the dis-
abil;ty, and family 1ncome Findings indicate parents represent a substantial

potential farge fﬂr social change in the 1980 s.:v
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INTRODUCTION

Parent groups are the single most important factor behind the progress -
made in recent years in the rights of handicapped children. Parents began
organizing in the 1SbD s around cancerns about conditions in instit tutions,
human rights, alternatives to -inpatient care, public sﬁnagl special éﬁucationj
and a range of community programs (SQhéérénLEfgerj lQ?G)ib Ihéy were the

' first:;a,sponssr'éducatianal programs for their handicappe& children. Tﬁéy
organized to pet ché public séhool districts to accept their children as |
students. This parent movement culminated in the passage of ti_ Education
for AliVHa; ‘_appéd Children Act (PL 945142) in 1975,

'Edu&a;ional concerns and ﬁsmmunity iﬂyalv&ment are nov the predominant
ideology, as they were just o%éf 100 years ago (Kainar, 1964). 1In thé mid
1800's members of the medical pr@ffssioni(sughfas Ségﬁin, Hﬁwe,\aﬂd Wilbu:)
identified the "feebieminded" as’ vigtiﬁsvof 1ndustria1izatinn, uuable ta
compete ffeztively,Aand a. burden on thase th cnuld unless they ;ére i}
given spegial training. The CQnditloﬁS of survival in'industrial society. /
require a degree of competency unneceasasy in simpler cultures., Initially\\_
the medjcal profeggian fostered humanizarian concerng for the handicapped /\\

as victims of social problems due to their limited competencies. Experia / \\

mental training schéﬂls were egtablished with the goal that students would, K

. upon leaving, better adapt to cﬂmmunity l,

By the 1ate 1800's the character of the experimancal training schools,
1

or asyiumg began chaneing (Wolfensberger, 1975) A new ideology concerning
thg.inCUTaf ~eplemindedness" fos' od 7e in training
| efiorts coo > 5. zice of warehousing be, = . .tions became custodial

in ndture. Admission decisionsvwere taken out of t! : hands of the medical

-profession and given to the court. . These new policies stigmatized commit-




ﬁent and made it increasi ngly ﬁlfflcult to return to the community once
comnitted. Eugenics EDHQEfﬁS for the handica apped as thefggggg_of social
prablems, patent;ally capable of underminlng the human race if nat ‘segregated,
were fueled by davalapments in the social sciences (Exempllfied by the-work
‘of Darwin, Galton, Dugdale, Goddard, Binet). As largelcusgédial instituﬁians
developed they were crowded, staff/patiencAratias were low, training minimal,
and cgnditiuns~dehumaniziﬁg. Expansion was made economically feasible by
~utilizing the "borderline" héndicapped~to perfgrm,thg'manial labor required
to keep the institutions functioning. A self%fulfiliing prophe;y was
created. The handicapped were perceived as so marglnal in terms of competence
that they were placed outside the community a¢mast;entirely; Medical PTQ*-‘
fessionals regommendéd placeméntxat.birﬁh; educational professionals ex-
cluded them from the public school system.

- Then as now professionals were prampted;to ;ake major social action
partly by their experience and partly by the dominaﬂt idéology of the times.
Six major perigdé can be indentified, and chafteﬁ in termé of the'grgwtﬁ

curve of institutional populations (Gray, 1977):

Approximate Date Ratio of Insti-

' _ Shift in Ideology tutionalized per
Treatment of the Hent@lly’Reta;ded 7 Occurs 1,000 Population
Family & community: special esducation
and training . . . . sie e 4 s .. - 1874 . ' .03
Establishment of custodial charactar . '
of institutions . . . . . . . . .. 1900 .09
. Bugpnics campaign peaked . . . . . . . . . 1925 .34
Advancement of medical technolcgyv. . s . 1950 .83
Parent movement . ., .. . . . . . . .. . © 1969 : 1.00

Family & community: deinstitutionalization 1975 ; .78

By‘thé-lgﬁé 1970'5 the parent movement had peaked. Parents! groups had

taken on the role of mon;toring existing educational, résidencial -and voca-
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_tional programs. Infla;ianary concermns aja fiscal ccnstraings in social
service programs shifted the emhapsis from starting new programs to avaluating_
and optimizing existing programs.

‘Enabling children to remain at home through the provision 6f public
education was a giantjgtép forward. As children complete thevpublic educa-
tion process at age twenty-one, however, corresponding apportunities are
necessary. for handicappéd adults in the cummunlty- Dtherw%se instiﬁutionali¥
zation mey werely have been delayed, not avoided. fg is likely that parents
once’ again will ﬁave to také the initiative to create épprgpriaté voecational
and living alternat;ves in the cammunizy. ; .

This paper examines parents' participation in and attitudes tgwards.
JSPEéial-intefest groups and political activities. The extent to ﬁhich a
siseabierprcpcr;icn of parents are organizationally inactive Eut willing
to_participaté is utilized as an iﬁdizatgr of-thé potential fa:va new

parent movement in the 1980's.

- RESEARCH METHODS

Sampling Procedures

The population was défiﬁgd as Lake County, Illinois, parents of devel-
Dp@entalif.disabléd éhiidreg ages 0-21 who received services in Lake County.
EFdr the purposes of this study,ﬁdeveiapmentélly disabled is defined as ~“ildren
handicapped by mental fﬁrardation, cerebral palsy, epilepsy, a’ ., wur
mu]tiple handicaps involving one or more Df the foﬁegaing, and wii 2 handicap
required more than 50 pgrcent'time in a special educatian program, Extensive
correspondence and discussion with agancies at the State and local 1evelsj

as well as with individual facilitles and parents ccntaeted ghrcugh the

)



organiia ions, resulted in the 1dentificatlnn of ?Sl families. Because of
adheremce to regulations governing rights of ptlvacy, mailings requesting
parentes to consent to participate in thafstudy went out ﬁhfgggh the edu-

cational facilities SEIViﬂg Lake County: three special education school dis-
\
tricts, a state residential fagllity, a federally funded early intervention

program, and six private facilities. Due to the low percentage of consents
regeived after the first mailing (37.7 perﬁent) these educational facilities

also conducted a follow-up mailing.

Data Qpl%gcﬁian,?rc;edgrgsﬁ , | \

4,

A computerized review of the literature and open-ended depth interviews N

\

w1th parents were uszd to aunstruc; ‘a mail _survey questiaﬂnaire.- The question= S

Eunaire was prgtestéd with 66 families of ChildrEP ~attending three schouls far 1 \\

\

the dgvelcpmentally disabled iﬂ EvansLan, Illinois. Following revisions

based upon the pretest résults, a 57—page mail survay que;tiannaire was developed
\ .
féf\fha Lake County population. S T :turgd closed-ended questions were de:-

\

signed to provide data’ ragardlng

_==the manner in which parents flsét discovered that ‘their child
N, was dev 2lopmentally disabled '

~=the availablliﬁy of extended family and community suppo:i
networks .for the parents and ;heir childzen, N

--the nature of the developmental disability, skill levels, and
kinds of limits the children “have;

==the manner in which parents successfully or unsuccessfully secure
the community services needed by their dévelcpmen;ally disabled
children; . . N L :

~-the current prgfessianal intérventiﬁn enﬂountered and its
parceived valLe,

kR
*

--parents' attitudes regarding the direct services cutrently usad
for their children;




=-parental involvement in their children’s educational programs
and organizations concerned with developmental disabilities;

——parents' opinions about gén&raiﬁpalicy directions for the provi-
sion of services for the developmentally disabled in their commu-
nity; and
~-long-term plans and objggtivés these parents have for their children.
Questionnaires were mailed out over the three-month period from mid-March
ﬁékpidﬁjuné 1978 t§ the 458 familias (61.0 percent) who finally consented to
paréi;?pate, ‘Included Qith éagh questiannaireiméiléd was a return post card
with t£é§;e$paﬂdent’s name and the statement, "I have mailéd my completed
quastionn;itei" Respondents were asked to mail the card separately, at the
‘same time thé? mailed the caﬁpleted questionnaire. Since the qﬁesticnnairsg ’
themselves were filled in anonymously, the post cards were our Dﬂl? check on
which consenting parents had, in fact, returned_questiané;ifesi A follow-up
1ettéf with a§SECDnd return pést,card was sent appzaximatéT;V@ne wonth arter
the éuestiannaire was mailed if we hgd not received a pﬁst card notifying us
K“gf its ﬁé%urn before that time. These_piécedu¥és resulted in the return of
égb\éomg;eted égesticnnaires (43.9 percent of the famillies identified and
Eén;éétéd; 72,1 percenf of the famiiiés who consented to partieipa;e):

N Returned questionnaires were coded and keypunched and a fiie;defiﬁed

%Xfcr statistical analysis of the data with the Statistical Package for the

N .
.-Social Sciences (SPSS) system of computer programs. The data was cleaned

by eliminating Qutéﬁf‘f§ngé errors and performing a series of contingenc;

checks. ‘ /

/

Characteristics of the Research Setting

The study.was conducted in Lake County, Illinois. The county is in
close proximity to Northwestern Univérsity, which minindized travel time and

expense. Lake County offers a wide range of services to_davelcpmentally




uisabled persons. There is a major -state-operated residential center for
severely and profoundly retarded persons. There are other smaller rasidentizl
programs operated by private;ponaprcfit groups. The caﬁnty is known for its
Qomprehensivé pfggraﬁs of special education offered through the publié school
districts_ Ihefe are several sheltéfed Wgrkéhap facilizieé for develop-
mentally disabiled persons. Within the area alternative rasidéﬁtia;iprﬂgrams
for devalmpméatally>disabled persons are beginﬁing to be developed (e.g.,
eoﬁmunity living facilities, foster home networks, group hamgs)_-

The area of Lake County Qas selected for the research pcpulation be-
cause: (1) it is geographically compact yet includes uﬁban, sub_ .ban and
rural populations; (2) it offers a w. silety of servieces for the develop- .
mentally disabled; (3) providers and consumers of devélopmeﬁtally disabled

;services have a history of cooperation with past efforts to secure relaééd
iﬁfarmatign; and (4) the county contains people of wide range of socioeconomic,

ethnic and racia: backgrounds.

Characteristics of Respondents

‘Although the questionﬁalres were mailed to both parents in two—parent
famil;es?}almnst all were completed by the children's mothers. Of these
mathers;L20 ﬁercent had not completed high school, 33 percent were high
schaoiwgraduates;'Bl Pafcenﬁ had.scme college or special career training,
and 16 percent were cgllegé gradgates. vIn 197876911335, 33 percent had
yeaﬁiy family incomés before taxes @f less than $l57000-(categoriséd as

_lcw income families for subgroup Eamparisuns), 39 percent had between

515 = 25 000 (middle lncome), and 28 percent over $25, DDD (high incOme

. familiés) The vast magarlty-(SE percent) were currently married; that is,

most -children in ﬁhg study were from two-parent homes. About half of the
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mothers (48 psrcent) were gmployedAnucside the home, a group about equally
divided between those holding full-time and paft-time jobs. In terms of
racial composition, 83 percent of the sample were white, 11 percent black,

3 percent Latiﬁo; and 3 percent Asiaﬁ:ar American Indian. Cf the childreg

-reported on in the questionnaires, 21 percent were identified by their

parents as mildly retarded, 34 percent as moderately mentally retarded, 20

percent as severely and profoundly mentally retarded, 12 percent as having

cerebral palsy, 4 percent as autistic, and 9 percent as having epilepsy.

Slightly more than one-third of parents (34.8 percent) have never

than parent-teacher conferences. Another one-third (35.4 péfcent) attend
between one and four meetings a year. About one-eighth (12.7) percent)

attended between four and twelve meetings a year and nearly one-fifth (17.9

" percent) attend meetings one or more times per month. A near majority of

parents (48;3,p&r;ent) are members of parents' groups or other organizations’

related to developmental disabilities.

FINDINGS

Involvement in Spec;a} lni:é;fest Groups

Many parents are willing to take an active role in their children's
education because they realisezthéy are the only persons who can provide

continuity over the life cycle. They may hesitate to do so because they

lack interpersonal experience in argaizational involvement,Afeel overwhelmed

by professicnal expertise, or have difficulty:sche&uling community activities
due to family demands. As one ;ésﬁondént said:
It is hard to find extra time. My husband and I work full-

time. We rely a great deal on -the printed infarmatiﬁn from the

w



school and organizations that relate to our child. We take

fullsadGangage of activities offered our child. But seldom

participate Durselvgs. |

Willingness or unwillingness t§ participate in parent éroups raises the
question of what barriers tc participation exist. Out of a lisﬁch 7
reasons commonly given for nonattendance, the loglistical problem of ar-
ranging for babysitters or transportation was reported as a barrier far
more often than negative feelings about aspects of the meetings themselves

(see Table 1).

=

. For many paients,-a natural piocess begins with the idenvification o
their chil& as devglapmePtally disabled. What sgarts as self;awarEﬂeés
gtows into group social aetian. First comes the sharing of common con-
cerns and intarmatian, with one- third cf tha parents haviﬁg participated
in group counseling and educational greups and another ane—third who re-
~Port a need for these group experiences (see itemg ranked #1-2, Table 2).
Next comes organization to work for expénding.and improving ccmmunity
‘serviaes as well as for the rights and dignity of all developmentally dis- -
abled persuns. Fewer parents have a:tlvely taken this next -step with

16.2 percent having participated on a governing or advisgry board and 12.4

=

ﬁ-“‘;
percent having worked wi th a palitical

advocacy group (see items ranked
#3-4). There is a considarable tapped potential here with approximatély'
;.Qne;thitd of the parents interested in Lakiﬂg th;s next 5rep into com-

munity action (31.2 percent have n%t, but would Like ta, partiaipate on

a gaverning or’ advjaary board, and 38.1 percent in a political advocaey

group).

“1i



—"RBLE'Z ABOUT HERE

Ozgani_ational involvement is contingent dpan the amount of stress

experienca& by thé family. Three indicators of stress réadily identifiable

by Qrganizat;oaal leaders,pfofessioﬁals or the kﬁnwledgéablé public are

' age of the child, the type of disabiliﬁy, and the famlly s 1ncome category. .

Age of child. The younger the r’11d, the more ‘likely parents were to

have attended ﬁoré than four meetings in the past year. Parents of pre-

m

~ school-age ‘children vere most likely to have sttended more than'four meetings
per year (46 percent) while parents of young adults (19 to 71 years old)
were least 1ikely (18 percent) It is the parents of younger children who
a:e both more likely to have participated in graup counseling and educa=
t;ﬁnal grogps, and to be interested in doing so 1if they have not yet par-—
V_ticipatedi Conversely, parénts of older children ‘are less likely- to have
:participated and to. plan to do so. Dn the other hand, agé of child daes
not affect participation or interest in governing boards or palitical adﬁ
vagacy groups. ’This may repfesant a learning effect with older parents
bEQﬁming more discoutaged, or it may répreseng an aptimism which yaunger
parEnts will retain over the life cycle. Whether or not a new parent move-
ment eme:ger in the 1980 s will depend at least in part, on whether the
parents of younger children are reached and suppuztéd to extend their p?f"
fsonal and informational ﬁeads inﬁo.pglipizaL work for Sgcial change.

gypafpf,disgbility! - The more severe the diSability the more likely

:éparents are to attend mgetings then, and ta maintain memberahip in graupé
or ganizatiﬁns. Parents of mildly retarded children are faz more 1ikely
never to have attended mgetimgs (51 percent) and not to have Eurrent mem-

'berahip in parent groups or arganizatians (80 percent). Similarly, the more



involved to a mu;h gfeater extent than they are at presént.

severe the disability, Ehé more likely parents are to have ?articipated

or ta want to partic1pate in-all faur typea of parent groups. The :more.

LY

. severe the child s disability, the more likely parents are to realize thelr

Family income. Pafénts with higher family'iﬁcémes are more likely
to attend méetings more often, maintain current memberships and to become

officers. Parents with higher family incomes are alsb more 1ikely'tc -

have pa?ticipated in all four typea of parent graup . Parents with lower o .

famlly incomes are more likely not to have participated but do want to do
80. Family income is nof Systematically related to unwillingness to parti-
cipate. To the extent that organized groups can encaurage the participatian

of 1awer incame parents, for example by previaing assistance with trans—

portatign and baby sitters, such parents have the patgntial for becgming

¥

At first parents are usually preaccupied with their own children.
Later, many come to the realigation that prggrams die or will be cut back

if they do not work for the rights and dignity of all develgpmentally dis=

¥

’ahled persans in their éommgnity, state, and whole nation. - Parenfs organi-

zations have develaped from sharlng common cuncérns, to satting up their

2

“Dwn facilities, and to bécﬁming tharcughgaing advocates. Parents can be~-

come involved in‘parents' organizations in“many'wa?sﬁﬁin'the’admiﬂistratiﬂnlh

of programs, by starting neh‘pragrams,'and édvaeéting for the legal rights

of their child and handicapped persons in general,

Political Activities

Few of the parents in our sample have been involved in Ehe typical

i

a

: pﬂlitigal activities which influenze local, state and natianal policies

13
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_goncérning thé develapmentally disabled (see Table 3} More have taken

1ndividual action (27 percent have voted for - candidates on the basis of
rights for the de;elopmentally disabled and 32 percent have written letters
to gavernment officials) than have made a public Qommitment (12 percent have
attended pglitical meetings-and 9 percénﬁ have worked agtijely for "a candi-

date). But the most striking finding is that a majority of parents are

'willing to undertake individual action and public cammitment although they

have not yet dane S0, This :gpresen;s an untapped resource of canéiderablg

magnitude. - N

_TABLE 3 ABOUT HERE _

‘o
i

Age gf,ehild. Iﬁ general, parents of alder chilﬂren .were more likely

4

xfl to hava engaged in iqdividua1 and publig pnlitical activities. Parents of

" yDungef children were more likely to be willing to Engage in thg 1ndividual

types Df pclitical actlvities, that ‘18, voting avd writing letters. However;

there was no assagigtgan between age of child and pafents willingneas to

attend political meetings. Aﬁd,’it was the parents of older children who

were more likely Lo_bé_williﬁgfta work actively f@r,é Eanéidétg who Suppqrts’

the rights of the davélaﬁﬁentally'diSabled. ‘As.was the case for involvement

in special iﬂterest graupa, the Emezgenﬂe of a parent mavement in the 1980's

will depend in pazt on whether parenté of younger children are en:ouraged

and suppgrted to géneralise personal respﬁnsas into public advocacy.

Iype of disability. Parents of‘childfen with auﬁism,anﬂ with severe

© ,and prafgund zetardation are the most . 1ikely to have engaged in pélitical

agtivities or to be willing to do s0. Parents of children with gerebral

palsy, epilepsy, aﬁd moderate mental retatdatien'are intgfmediata. Parents

of children with mild retardation report’ themselves as least ag likely to do

iq

11



Parentl@;bﬁp_égtivitiea

these activities; - But even amongst the most apathetic group,-thé-parents
of.children with milé retafaatioﬁ, only one-quarter report that they are. un-_
likely .to vote or ‘write letters and twa=fi£§hs, that. they are unlikely to
attend meetings or work far candidates. Clearly, the vast majority af

parents whgse lives have been affected by the birth of a develapmemtally dis—.

abled chiid regardless of savarlty ~E the dlsability, are attitudinally

predismosed to begame mugh more 1nva1vad in politiéal activities.

v Eamily income. The relationship between income and palitical activities

&

is complex. _Parencs of high-income families are more likely to have éﬁgagea

12

in the individual types @f pflitical activities and to havg attended political -

¥

mEEtiﬂgS.' They are, hawever, the 1east likely grDup to vote for a candi/ate

) sclely in terms of the gandidate s suppart f@r EhE rights Df Eiars develop=
méntally disabled In'ganeral, parents @f loWEt—incoma families are more ’

;likely to be Willing to. enﬂage in individual types of palitigal aﬂtivities

1

-> and to a;tend politlgai mee;ings althcugh not having previgusly dane s0.

o

‘yPargntéﬁwgfe more iikely to know that parents' grgups Were . invglved with

suppgrting their children 8 programs (see items 1=4 Table 4). than to bg ins-

c‘volved in Starting new. serviges (SEE items 5—7) Even in the most visible

£oa

, areas of parent gfoup activities, self-help thraugh the sacializatiqnﬁaf new

parents and working“as volunteefs_wiﬁh the cﬁildfen,-fullf ane—quértef of

the parents did not know whethgr or not parent groups were. invalved The

\"*‘

level of ignarancé rises to. inglude almast one—half of the parentS'cﬂné

cerning knowledge about parent group efforts to start new seﬁvicas., Since

all of the pragrams have - nEWSlEEﬁEIS‘thiS finding indicatés that a means

must be established to gommunicate iﬁfarmatian or to maké it salient befgre

parents will be mgbilizéd intg a new sogial movement in the 1980 S. Parents



et

I

are nor e liksiy to bssoms invslved in ths types sf sstivitiss they know

absut/(sslf-hslp, voluntssf work with the shildtsn, sﬂd public. rslstions)

/ . T TABLE. ABGU'I‘ WERE

In gsﬁsfsl the sidsr ths child, the more ssvsrs the shild g disability,
snd the highsr the family- inssms, the msrs liksly psfsnts were to know stut

psrsnt group activities and to become involvsé thsmsslvss,

DISCUSSTDN

Hsving a shild with a dsvslopmsntsl dissbiiity providss a focus fsr

parents to dsvslsp spscisl intsrsst groups Our data indissts that psrsnts

'*’sts willing to psfticipsts in sush‘spscisl intsrsst grssps to a much grsstsr

!._ extent ‘than thsy have sctuslly dons 50. . These politisslly insstivs but

sttitudinslly suppartivs psrsnts rsprsssnt a substsntisl potential fsrcs B

5

for sssisl shsngs in the 1980 8.

&

Bsrrisrs thst block ssrsnts psrticipstion ats ms:s liksly ts bs dus to

lsdgs rsthsr thsn dus to unwiliingnsss to meet with sthsr psrsﬂts. Patents

of’ ysungsr childrsn are llksly ts sttsnd more msstings thsn psrsnts sf older

shildrsn.a At this stags of. the life gygle, thsy are more liksly to bs o

sssking for hslp for themselves through counseling or sdtﬁnti@n thsn to bs

T

.;invslvsd in groups sdvossting for ths dsvslspmsntslly dissblsd in gsnsrsli

Csrrssgomdingly, they are more liksly to engage. An. sxprsssing political -

intsrssts in individuslistis Ways, fsr sxsmpls vsting .or lsttsr writing,

' _thsn by working with sthsrs as a political group, Parsnts of . oldsr, sdsl es-

cent and young sdult shildrsn are less 1iksly to sttsnd meetings but more

'liksly ts have engdged in both 1ndividusl and publis sctivitiss

it

1¢

:lsgisticsl prsblsms, such as bsbysittsrs or transpsrtstion, or lack of know=ii

13
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There is an initlal ehoek and period of adjustment for the parents

_follewing the identifieation of -a ehild s developmental dlaabillty With
.early intetvention and special edueation ptOgtama available, the edueatieﬁal

,perlad Df the child's 1ife can be telatively netmalieed In the abeeﬁee ef

adequate oppettunltiee and living alternatives anothet peried of anxiety and
anjuetment emerges as the child appreaehea adulthood The need for eommunity
eervieee for developmentally dleabled adulte presents the social attuetural
conditions for a‘perent movement in the 1980 s if inatitutionaiieatien of -

many of their ehildren as adulta is to be avoided. Whether a parent move=

ment eoaleeeea or not will depend in part upon whether the invelvement of

parents of younger ehildteﬁ ie;ehanneled ftem.petsonal concerns into group

¥

advaeaey. As the teapondente themaelvea realieed aehieving thia ttanaition

w111 tequite teaching patenta to pattieipate ia a eenaiatent faehion whieh H

can be maintained over their ehildten s life eye;e : Y

-

i felt a great need fOt the auppott of euch a group ftom
birth to age 6. New, I m mote eomfertable. I feel that with
jthe preblema of adeleecenee, I‘will need the greup again I
would 1ike to eee some sort . of . group living available in the‘;

;cmmeaity for a gteatet~number Df\thé retatded with*meaningful oo o,

Y

‘work availahle: I feel that the parent groups must work- to-

}.ward thia eenetantlyi
| Most parent grodpe need a 1ot of invelvement and time to
'xaeeomeliah anything Sigﬂifieant . Most peeple have etier eems'
v’mitmeﬁta and reapenaihijitiea whieh also reguire time and inﬁ‘.
tereati This eenfliet leads to inadequate'partieipatien.{ . ““""__ ey

Toe‘many ef!the parents I have met seen unwillieg or un-’

” able to help the aehaal or organiaatieﬂ helping theit child.

17
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They seém to éxpéct sémétﬁing for no effort, Other parents wark
Exceedingly hard, go hard they exclude other Sacjal activities,
Only a few seem able ‘to achieve a middle graund as QPpDSEd to

- extremes.
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Table 1. Agreement with common explanations fo: nonattendance at parent
’ meetings (rank ordered by frequency of agreement with explanations).

Agree Uncertain Disagree

l. It is difficult for me to arrange

- for babysitters or transportation. 32.8% . . 7.5 . 39.6 N = 305 -

i

2. It'is a waste of time to go to
‘parent meetings because they
never seem to talk about things :
related- to my child. - 17.7% 15.4 ~ 66.9 - N

305

~ 3. It is a waste of time to go to
parent meetings because the real . o ‘
decisions are made elsewhere. 0 15.372  ° 17.2 ’ 67.5 N =308 -

[

4. 1 do not. feel comfortable with , o i :
the kind of people who attend. 12.17 14.3 : 73.6

= '
il

307

" 5. I do not like to go to parent
A\ ‘meetings when they are held in -
“y . a public place, such'as a _ . ) , _
o community center or library. 8.7%2 ' . 16.8 74.5 N

[

309

6\ The people who run the pateﬂtf
" meetings do, not seem to care -

about me. . .. Co "8.6%7 -, 17.1 74.4 =304

[~
]

7.1 do not like to go. to parent - - o
" meetings when they are held in ’
\ my developmentally disabled

310

child's school.”

- &)

il

L 6.8% . 12,30 ., 8.9 N




Table 2. Invelvement in end attitudes towards four types of parent groups /
” v (renk ordered by frequeney of pertie;patieﬂ) g , /
i !
g, . / "
/
\ / . )
B o ; Have Havén't-- ﬁeveﬂ?tﬁ—
Partici- - would - don't
pated like to  _plan to

1. Group counseling (where parents
. meet to discuss their attitudes
.and feelings toward their : - o
developmentally dieebled ehild) 38.8% 30.9 "30.3 ‘N

n

317

2. Edueetienel group (dealing with
" techniques of child rearing and
wdevelopment as related to : . : '
_develepmental dieabilitiee) 32.1% -~ . 39.1 28.8 . N = 312
3. Geverning or edwieery board
(dealing with the edmlnietre—
tion of an ergenizetian or
facility for the- develepmen— o o S _
. tally dieebled) Coe o 16.272 . - 31.2 ;52,6. N

il

7 308 -

4, Eelitieel advocacy group . L ;

' Qworking to expand options and: S S : - A
.garvices for ehe developmentelly BT L ) ) : , L
dieebled); i - o 12.4% 0 v 38,1 49,5 N = 307
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Iable 3. Invalvement in .and attitudés tnwaggévpnlitical activities.

\

: _ - o _ Have Willing = Unlikely
- o ) = Done to do ~ = "_to do
1. Vate for a candidaté you thaught would : e " fz%%e
. work for th% rights of the developmentally o . A
disabled regardless of the candidate's -, . e
party or pasitian on other issues. : 27.3% - 55.6 . - 17.0 N = 311
2. -Writé letters to ggvernment officials
to influence legislation for the.. . .
étglapmantally disabled : » 31.9%2 53.0 15.0: N = 313
3. Attend pelitical méetinga to find au;
. candidates'’'positions on the rights of : , -
.the davalopmentallv disabled! S 12.2% 54,0 . -33.8 N'= 311
4, Wbrk agtively for a. gandidate who
‘supports the rights of the developmen= , _
- tally disabled . (far éxamplé, passing out - o : , Co -
',,133f1%t5= ﬂiSPla?iﬁg a Eaﬁpaign poster). 9.1% .50.8 ~ 40.1 .. N = 309
::‘-z*x = . -
) T : [
£l 2 e} . ’ \‘( .

el
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Teble 4.  Awareness about the involvement of parent groups in ehildren s
programs contrasted with /personal invelvement (rank ordered by —

known parent group involvement).

Parent Group ' I Anm or Heve

N ' f-/ ' Is Inve;yed _ Been Invelved
(N = 308) ' N = 314)

/ : Don't - .
Yes "~ No Know % Yes

1. Socialization of new parents (for
exemple, ehering your own experi-. _ : o
eneee) , , - 51.9% 21.5 26,9 °© . 37.6%

2. Werking with the childrén in the
program (for example, veluﬂtee:, . : ' 7 o S
room mother, teecher aide). - 42.5% 30.5 ' . 26.9 - 28.0% -

3. ;Dutreeeh to the community (for
. example, -1lobbying, fundraising,
- obtaining media coverage, presenting , .
-.educational programs about - e T ' ) _
. develepm atal disebilitiee) o 42.5% 22,7 . - 34:7 26.8%

4, ,In—houee eetivities (for exemplﬂ
- office work,’ building or classroom ‘ V o o 5
maintenance, fwerking on newsletter) . -30.5% - 28.2 . 41.9 - 11.17

5. Laying the foundetien for new

. services or programs (for example,

" organizing a new kind.of parent .
group, babysitting service, a : 1 , e
recreational program). o '28.9% 24.6 46,7 15.3%

6. Supporting a network of services _ E 1 -
for -the dévelopmentally disabled R - L
(for example, visiting other - - : ;
facilities, eponeoriug joint

. meetings, building a eeelition, ‘ R ' : ’

+ acting as a liaison). - - L 27.2% 25.6 : 47.1 17.5% .

7. Layiﬁg the foundation ‘for new
facilities (for exemple, creating
a new school, sheltered workehnp, o
erqliving facility). L 25.6% 29.2 45.1 - 11.5%

i

hY)




